Introduction
Over the last decade there has been growing concern that children with life-limiting illnesses do not always receive the care they need to alleviate physical and psychosocial pain. Under Centers for Medicare and Medicaid (CMS) rules, hospice services, which were originally designed for adults, are available to children only if they have a life expectancy of six months or less and their parents agree to forego any potentially curative treatments. Children and their families often need hospice-like services at an earlier stage of their illness, and many parents are reluctant to terminate curative treatments. Nationally, child health organizations, providers, and advocates are attempting to define a pediatric palliative care model that will enhance the quality of life for both the terminally ill child and the family.
Palliative vs. Curative Care
Hospice is a model of care that focuses on relieving symptoms and supporting patients with a life expectancy of six months or less. Medicare and Medicaid pay for hospice services for children, but federal regulations allow hospice services to be reimbursed only when there is an expectation that the patient will die within the next six months, and only if the child's parents have signed a statement agreeing to forego further curative treatment. Typically adults with a terminal illness experience a precipitous decline just before the end of life, whereas many children with life-limiting illnesses experience a gradual but inevitable decline, thus making it very difficult, if not impossible, to determine whether they are within six months of death.
Palliative care is patient-and family-centered care that seeks to enhance quality of life by providing treatments that focus on the relief of symptoms, such as pain, and conditions, such as loneliness or fear, that cause distress and detract from the child's quality of life. It also seeks to ensure that bereaved families are able to remain functional and intact.
Curative care is intended to eliminate the disease and promote recovery or prolong the life of the patient. However, the term "curative care" is not accurate for many children with severe malignancies or developmental or genetic diseases where survival to adulthood is often unlikely. The continuation of disease-modifying efforts for children with life-limiting diseases is usually life-prolonging rather than curative and may, in fact, provide palliative care rather than curative treatment. In adults, the election of hospice accompanies the medical decision that further disease-treating efforts will not substantially alter the natural course of the disease. In children, the continuation of disease-treating efforts may be seen as providing the child and family with additional improved quality of life.
Services currently available to Medicaid and SCHIP children in Vermont
"Dr. Dynasaur" is the name that most Vermonters recognize as Vermont's Medicaid and SCHIP program. Dr. Dynasaur children currently have access to many types of curative and palliative care services, such as
• physician visits • inpatient and outpatient care
• medications for pain and symptom control • medical equipment and supplies • rehabilitative therapies (PT, OT, speech, inhalation)
• counseling and group therapy • nurse practitioner services • home health services, and • personal care services.
Children also have access to hospice services. However, federal Medicare and Medicaid regulations require that children's life expectancy be six months or less in order to qualify for hospice services. The parents of the child must sign a statement that waives all other Medicaid services, except the services of a designated family physician, ambulance service, and services unrelated to the terminal illness. Hospice services are reimbursed on a per diem basis and are available for a maximum of 210 days.
Additional services under a waiver amendment
If Vermont requested an amendment to its Global Commitment waiver, and the amendment was approved by the Centers for Medicare and Medicaid (CMS), to allow concurrent curative and palliative care for children, children with life-limiting illnesses would be eligible to receive some services that they can receive now only if they are in hospice.
These services could include:
• care coordination • respite care for the child's parents or caregivers
• expressive therapies such as art, music, and play therapies • training for family members on palliative care principles and care needs, and bereavement counseling for family members.
These additional services could be provided to a child and the child's family as needed, subject to defined limits, for the duration of the child's illness.
There are many other services that families of terminally ill children need that cannot, unfortunately, be provided using Medicaid funds. Based on information received by OVHA from families and community organizations supporting families, these services could include:
• home adaptations and cleaning • heating and air conditioning • help with mortgage/rent and utilities • vehicle repairs • acupuncture and massage therapy • help with funeral expenses, and • travel expenses for families whose children are being treated away from their home community.
OVHA wishes to recognize and commend the excellent work community organizations and private foundations are doing to meet families' needs in these areas in spite of limited resources.
Waiver amendment process
The Social Security Act authorizes multiple waiver and demonstration authorities to allow states flexibility in operating Medicaid programs. Each authority has a distinct purpose, and distinct requirements. 
California's Pediatric Palliative Care Program
California's 1915(c) waiver, which was approved in December of 2008, will result in the implementation of pilot programs in five counties in its first year (beginning April 2009) and 11 counties in year two. They are expecting 300 children to be served in the first year and 800 in the second year. To be eligible, children must be from families with income below 100% of the federal poverty level, be under age 21, have been diagnosed with specific life-limiting conditions, be at risk of hospitalization, and certified by a nurse case manager or physician.
Washington State's Pediatric Palliative Care Program
Washington State did not request a waiver, but rather broadly interpreted the federal Early Periodic Screening, Diagnosis, and Treatment (EPSDT) program to include certain palliative care benefits. To be eligible, children must be eligible for Medicaid, under the age of 21, and have a life-limiting medical condition with complex needs that requires case management and coordination of medical services. A limitation of the EPSDT approach is that services are not available to the child's family.
Although not programs that use federal Medicaid funds, a description of other New England programs is included here:
Massachusetts' Pediatric Initiative
Massachusetts' Health Care Reform Law included a pediatric initiative with a one-time appropriation of $800,000 in state funds to pay for hospice services for children. Grants of $55,000 each were awarded by the Department of Public Health to 10 hospice agencies for training, development, and implementation of an integrated pediatric palliative care program. The state sees itself as the "payer of last resort." Any costs for services not underwritten by the appropriation or reimbursed by private insurance become the responsibility of the hospice. Children under the age of 19 are eligible if they are determined by a physician to have a life-limiting illness.
Maine's Jason Program
The Jason Program, which began operation in November 2007, operates as a medical practice with an independent physician, full-time nurse and social worker, and part-time child life specialist and spiritual counselor. The program approaches care using a chronic care model along with palliative care. The Jason Program is a private enterprise, but obtained initial funding through Maine Medicaid program grant carved out of state-only funds and a gift from a local philanthropist.
A side-by-side comparison of programs in Colorado, Florida, and California is included as Attachment 2.
Analysis of Vermont Claims Data for Children with Life-limiting Illnesses
OVHA had hoped to obtain cost/savings data from other states that have pediatric palliative care programs already in place. In submitting their waiver requests, Florida, Colorado, and California predicted that new costs for palliative services would be more than offset by savings in acute services. For example, better coordination of treatment and good case management should reduce the number of emergency room visits, shorten hospital stays, or avoid hospital stays by providing services in the child's home. In fact, Colorado's and California's 1915(c) waiver requests are based on the assumption that children eligible for waiver services would be hospitalized were it not for the availability of the services provided under the waiver.
At the time this report was developed, however, there were no cost/savings data available based on actual program experience in these three programs. Because Florida's pediatric palliative care program is only one component of its 1915(b) waiver, it cannot stratify cost/savings data by program. Colorado will begin working on its first evaluative report to CMS later this fall, and California's program has been up and running for only a few months.
There has been some research on the cost savings associated with hospice and palliative care. Some studies have found that hospice care reduced Medicare spending by significant amounts; however, these studies primarily involved adults who were in their last few months of life and so may or may not have relevance to a pediatric palliative care program that provides services to children at earlier stages of illness.
To analyze the potential costs of pediatric palliative care waiver services in Vermont, OVHA obtained a list from Children's Hospice International of diagnosis codes for lifelimiting illnesses and matched the list against its claims database for the period of SFY 2008 (July 1, 2007 , through June 30, 2008 . This match revealed 170 children on Medicaid and SCHIP with claims with one or more of these diagnosis codes.
The following chart shows the age and gender of these children: 
Financial impact of a waiver amendment
The provision of concurrent palliative care and curative care to Medicaid children could cost as much as $1 million per year in state dollars, or as little as $160,000 per year based on current rates for services (this cost may be approximately 4.2% higher for each subsequent year based on the Bureau of Labor Statistics Consumer Price Index five-year average for the Medical Care category). Attachments 3 and 4 show how the high-and low-cost estimates were derived. The high-cost estimate was based on an assumption that all 170 children with life-limiting illnesses would receive palliative care services during a given year, whereas the low-cost estimate assumes that only the highest-need children would receive services. The actual cost of the program would probably be closer to the lower-cost estimate for a number of reasons:
• Although all of the 170 children had at least one life-limiting diagnosis, many of the children had very few claims submitted under that diagnosis code, indicating that the illness was probably in an early stage or in remission, in which case palliative services may not yet be necessary.
• It is likely that there would not be an expectation of death before age 21 for at least some of the 170 children, in which case they would not qualify for hospicelike services under this program.
• Other states that have implemented similar programs are serving a relatively small number of children. For example, Florida has 468 children in its palliative care program out of a population of Medicaid children of 1,095,400 (as of 2008), or .04%. Colorado has 85 children out of a population of 232,500, or .037%. The 29 children in the low-cost estimate would represent .05% of Vermont's Medicaid children enrolled in 2008.
• Some of the children are receiving services through other state programs, such as Developmental Disability Services and Children's Personal Care Services, both programs administered by the Department of Disabilities, Aging, and Independent Living (DAIL). To the extent that other programs are providing case management, care coordination, home supports, respite care, crisis services, and other types of services, these same services would not be add-ons to the palliative care program. Both the high-and low-cost estimates do subtract personal care services from the additional costs, since the provision of personal care services would reduce the added cost for respite care.
Based on the advice of clinicians, OVHA has included in its cost analysis an estimate of inpatient and outpatient savings based on an assumption that some emergency room and hospital readmissions could be avoided through effective case management.
Conclusions
Although other states have projected cost neutrality for their palliative care programs, no state has yet been able to prove cost neutrality using actual program experience. Based on actual claims data for SFY 08 for children with life-limiting illnesses, OVHA estimates that a palliative care program in Vermont could cost as little as $160,000 per year in state funds, provided that additional palliative care services are provided only to children in advanced stages of illness.
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